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A videspread bias exists among legal, medical, and

social service professionals that the appropriate placement for

elderly individuals with cognitive impairment (dementia) is 2 nursing
home. Two major reasons for institutionalization are to remove the
patient from a potentially harmful situation and to relieve the
family of the burden of care. However, research studies have shown

little relation between burden and severity of symptoms. Critical

factors which account for the differences in the asxperience of burden
are how well the caregiver manages problem behavior; the level of

support given to the caregiver, the relationship between the
caregiver and the patient, and the quality of the prior relationship.
Interventions to improve caregivers' skills in managing the patient

and to reduce stress and diminish burden may make home care a viable
alternative to the nursing home. Interventions to lower burden

include providing information about dementia and its effects on
behavior, teaching a problem Solving process for managing bshavicral

impairments, and identifying potantial sources of support to relieve

the primary caregiver. These interventions can be made through three
treatment modalities: (1) one~to-one counseling; (2) family meetings;

and (3) support groups. (Each of the intervention techniques and
%?E?tﬁiﬁt modalities is described in the remainder of the text:)
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Introduction: Is Commmity Care Appropriate?

1 was recently called to testify as an expert witness in a case,
involving & sult against the public Guardian's office of a California county.

suit alleged that the Public Gusrdian's office had acted inproperly by

piasing the defendant in a nursing home, without considering less restrictive
alternatives, including continuing to live at home under her husbaid's
supervizion. The defense presented by the attorney for the Public Guardian
supervised care in a protected setting, and the appropriate, "least

reit: seive” placement was indeed a nucsing hame.

This pusition reflects a widespread bias, mot only in the Public ,
Guaruian's office, but among physicians and other professionals who work with
slders, that the appropriate placement for someone with cognitive impairment
is a nursing home. There is probably no other group for whom institutional
care is 7.s likely to be recomended:. A majority of caregivers in our clinic
report that either their physician, or somé other person, has told them they
need to place their relative in a nursing hame, although most continue
providing hame care long after the recammendation has been made. As Knight
and Lower (1983) have discussed; the issue of whether or not
institutionalizaton is appropriate depends on the development of practical
criteria for evaiuating patients and their circumstarces. The question of
when inst.tutionalization is appropriate for dementia patients is especially
critical, because diagnosis is often viewed as a sufficient reason in itself.

The major reasons for recammending nursing home placement for the
dementia patient are to remove the patient from a poor, potentially harmful




situstion, and/or to relieve the family of the burden of care. Concerning
“harfiful Situations®; the patient living alone is especially at risk, and

misher circumstances are made more difficult because of the limited resources

ol commmity-based services to provide a coordinated effort of support.

— Y ————-% — -

commanities is not likely to have access to appropriate alternatives to

institutionalization.

vhen there aré involved family members, or other supportive persoss, that
does not gusrantee that the care will be adequate, and there will certainly be
circumstances when caregivers are abusing the patient, either physically,
psycholugically, or financially. In these cases; institutional care may again
be the only alternative. It is hot clear how widespread tnig kind of abuse
is. 1n our experience, it is relatively rare, but that, of cuurse. reflects
the fact that caregivers coe to our program seeking help, and have not been
ideritified as needing help by the police or other public agencies.
Nonetheless, it should not be assumed that the abuse is untreatable. iIn the
few cases where we have either suspected or had eviderice of abuse,
interventions with the caregiver have removed that risk. 1In one case, for
example, there was a long history of abuse by the husband of his wife, that
pre-dated the onset of cognitive impairment: clinical interventions at this
point, however, were successful in helping him understand her behavior and

limitations better, and the abuse stopped.

in the vast majority of cases, the reason for recommending




institutionalization is that the burden of care will become overwhelming for
the family, and that it is toc difficult to expect to maintair the dementia

patient at home: B-tden can be defined as the physical, emotional or

caregiver's personal and social life (Lowenthal, et al.; 1967; zarit; Reever,
& Bach-Peterson, 1980; J. 2Zarit & S. Zarit, 1982). Many people believe that
little can be done to relieve the burden of care. They regard burden as due to
the severity of cognitive and behavioral symptoms, ard since the symptoms are

progressive, they assume that burden will be so, as well.

Biit there is reason to believe that burden does not have a simple linear
Telation to the severity of symptoms. While there is disagreement on this
issue, some studies have found little or no relation between burden amd the
severity of symptoms as measured by cognitive impairment and the extent of

daily problefis experienced by the caregiver (Zarit, Reever; & Bach-Peterson;

same caregivers report considerable burden, even &bug"""'h their relative has
relatively mild deficits, while other caregivers indicate they have little

caring for their relative at home are reporting lower levels of burden than
when they weze first intetviewed two years ago. When asked about their
situation, they report that certain troubling problems (e.g.; wandering,

making paranoid accusations) no ionger occur, and they no longer get upset
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their response to specific deficits. Some do become overwheimed by
incontinence, but others manage it with a combination of skill and humor: As
an example of how caregivers respord idiosyrcratically & problems, one man
ohom we have followed in our clinic for several years wes overwhelmed early in
his wife's illness, when he had to take over the family finances, but later on
when she becamvi incontinent, he managed with few difficulties. Many families,
of course, do experience increasing burden as the disease progresses; and in
an absolute sense, there would be little or no family burden without
Sementia. But it is important to recognize that families' responses to
dementia vary considerably; 543 the presence of symptoms per se does not

irdicare ovarwhelming burden.

The critical question about these cbservations is why do some caregivers
experience intol -rable burden while others caring for a patient as impaired
report little or no burden. Several factors have emerged from our studies
(zarit, Reever, & Bach-Pete:son, 1980; J. Zarit, 1982) which account for same
of the differences in the experience of burden. One factor is how well the
catregiver manages problem behavior. Some people are overwhelmed by even minot

problems; but other caregivers develop positive strategies for managing
difficult behaviors, A second factor is the support the caregiver receives.
Having some rellef from the around-the-clock demands of care is obviously
important, although the amount of assistance seems less important than if the
categiver perceives it as adequate. In other words, the quantity of help does
not appear as crucial as whether or not the caregiver feels supported by
family and other helpers. Third; the relationship between the caregiver and

patient affects burden. Husbands, for example, report on the average less

bukden than wives who are caregivers. The reasons for this finding may have
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to do with the fact that husband s generally manage behavior problems somewhat
more effectively, and are more likely to use formal social services (J. zarit,
1982). Another factor related to burden is the quality of the prior
relationship, with caregivers who report having had a more positive

relationship in the past to the patient having lower burden.

o’veéén; these findings suggest that the dementia patient’'s symptoms
create the context in which family caregivers can experience burden, but there
is a great deal of individual variation in the extent to which burden is
manifested. GCne implication is that one cannot consider institutionalization
(or for that matter, home care) appropriate based only on an assessment of the
severity of symptoms. Another is that since caregivers vary in their response
managing the patient and the stress on themselves may be effective in
diminishing burden, thereby making home care a viable alternative for longer

periods of time.

Interventions to Lower Burden

It is inappropriate to consider home care as an alternative to
institutionalization, unless assistance is available for family caregivers.
The American experience with dz-institutionalization has been the closing of
the state mental hospitals. While de-institutionalization was begun with
considerable idealism, it has largely been a failure, at least partly because
comminity services are chronically underfunded for the numbers of persons they
need to serve. De-institutionalization has meant moving patients from

situations where they yeceived at least minimal care; and instead, shifting

.



the burden of care P the family of COMBunjty without Sufficient support: &
movener.t to keep 36%Mtia patients OV OF mursing DO™SS would be equally
disastrous, unless °“panied by the 3Pbropriate kiNIs of assistance for

caregivers;

Building on cinicgy expecience and ghe studies Of burden which were
reviewed earlier, we MAve geveloped @ Program of intefVentions designed to
intervention technid™®S gre ysed: 1) Provigding informatian about dementia and
its effects on behaviot; 2) geachind 3 Problem-solvifd Process for managing
behavioral impairmentS: ang 3) identifying potential Souzces of support to
telieve the primary “egiver. These interventions are made in three
treatment modalities’ 1) ope to oné COunseling; 2} fAmily meetings; and 3) -
support groups. The Muact of this Protan for reducing purden and delaying
or preventing institPtlonaljization I8 Curgently beifd €valusted. E2ch OF the

intervention technig’SS ang modalities are gescribed belgy,

Intervention Technig¥es

Information. T technique of PIOViging information assumes that it is

impot tant for carediVeTs to have 85 MXh ynderstandind as possible about their
relative's iliness &9 its impact on behayjor. guestiong that families raise

misundetstandings ¢ Be igportant: In one family, £OF sxample, the daughters
of & patient blaned Uiy gagher fof having caused the disease by having 1ed a
ceclusive, and self"®Ntered exiBtence, and pot attending o their mother's
noeds. It was only 8fter gnis beldef was corrected that they were able to
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give their father and mothef suppCrt. The question of cures is especially
important. Family members may expect that the patient‘'s behavior will
psychological encouragement. While it is important for them to hold onto same
hope, they also need to Se directed toward makirg changes that will make the

immediate Situation mors bearable. We encourage families to seek contin

experiment, so that they do mot have overly high expectations.

The other important type of information concerns explaining why patients
Lshave the way they do. Many problems can be helped by giving the family
cleatr explanations of why they occur. Ferhaps the most common complaint of
caregivers is that tne patient engages in repetitive behaviors, especially
asking the same question over and over ajain. Families sometimes believe the
patient does this on purpose or just to get attention; and they are very angry
or upset. Pointing cut that the person iay not resenber the anSwer, or even
having asked the question before, may help the family respond differently,
such as by being tolerant of the problem: Other problems which families often
misinterpret and where correct information is helpful include: when the
patient denies having memory 10ss; when the patient resis*s attempts to
encourage or train memory, when the patient makes accusations that someone is
stealing items, and lowered inhibitions. The information proviced in each
case involves reframing the behavior, so the family can urderstand what the

world must be like to sameone with an impaired memory.

problem-solving: Problem-solving is a process of collaboration between




the caregiver and counselor to Getermine to what extent problem behaviors can
b modifisé. The first and most important step in problem-solving is
assessment. Caregivers are encouraged to keep daily records of when probiems
occur and what antécedents and consequer es there are, that is, what happened
before and after the problem: This type of assessment often veveals the cause
of the problem and/or potential solutions. A common exaple of how
record-keeping helps is when it is observed that the pucient who is not
sleeping at night is napping ot inactive during the day. The solution, then,
is to increase daytime activities. When an intetvention, Such as increasing
activities, is introduced, the caregiver will continue to keep records to
evaluate how effective the intervention is. In our experience, behavioral
interventions sometimes will not get rid of a problem altogether, but may

been same positive change; even though the problem still occurs.

we encourzge caregivers to view ﬁiasi&ri’séivmg as a process. Rather
than having "solutions” to problems, we believe that solutions vary from case

to case, depcnding on environmental factors and the persconal preferences 6f

the ciregiver and patient. Furthermore; by giving caregivers a strategy,
instead of an answer, we &2 bullding a skill which they can use when there
are siew changes in behavior,

caregivers will find that problems occur iess frequently than they expected,
or that pecticular problems do not bother them, rother it is the accumalation
of stress. Scwetimes record-keeping Teveals that the patient’s behavior is

not stressful, instead the problem is the caregiver'’s interpretation of it.

Pa
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Problems may symbolize to caregivers the patient's disability or their own
joss. The awareness that their intepretation of events actually increases the

stress on themsclves can lead to important changes in how they respond to the

patient.

Support. Support includes emotional support for the primary caregiver,
as well as identifying informal or formal helpers who can relieve the primary
caregiver. Caregivers are more likely to turn first to relatives or friends

for assistance, than to social agencies. Help can be provided in many ways,

transportation. Assistance from social agencivs, such as housekeeping; 2
companion to sit with the patient; day care, and respite care, can make the
caregiver's task a lot easier. These services, however; are not 'cdhéiétéﬁi;‘i?
available.

In many cases, however, support is available, but the caregiver is
reluctant to ask for help. Many caregivers hold the bslief that thay should
not have to ask for help, because they should be uble to provide all toe care
themselves. Other caregivers believe that their family or friends should
ﬁ?ﬁ&tarat help they nead, and they should not have to ask. Still others think
else would be able to care for the patient. When caregivers are having
trouble asking for help, their specific beliefs can be identified, and then
alfrnatives proposed. For example, when caregivers feel they have £o do
everything themselves, it can be pointed out that unless they take care of
themselves by getting help when they need it, they will become exhausted and
Be unablée to continue providing cate, The timing and phrasing of alternative

ERIC 11




beliefs is crucizl, and depends on the client feeling supported and

before, we generally prefer beginning with one-to-one counseling: At the time
they seek heip, caregivers are often under a good deal of stress and need
individual attention. They may have a lot of questions, and need time to sort
through the information. One of the most important elements is finding
someone they can talk to who understands them and what they are going

through.

The counselor begins the one-to-one counseling by answering questions the

problem-solving and support. Some caregivers utilive the interventions
effectively, and make significant improvements in their situations in only a
few sessions: Others are not effective problem-solvers themselves, and
require more time to learn how to make changes in their Situation. In these
cases; thé counselor needs the skills of a well-trained psychotherapist;
working in & collaborative way with the caregiver to overcome those cognitive;
affective or behavioral problems that are interfering with adopting more
effective caregiving strategies. It should be pointed out that the goals of
interventions need to be the caregiver's, and the role of the counselor is as

a facilitator; helping to overcame cbstacles to those goals.

Family Meetings. Family meetings often result in impressive changes, by

involving more people in caring for the patient and supporting the caregiver:

12



to a standstill at the point at which the caregiver seeks more support.
Because “he amount of burden caregivers experience is related to the support

intervention that can directly lower the stress on them:

Family meetings often recapitulate the course of the one-to-one
counselirg. The first steps involve answering questions about the disease and
correcting any misunderstandings. Then, when family members better understard
what the patient and caregiver are going through, they can be encouraged to
use their own problem-solving skills for giving more support.
family meeting: Some are able to use informstion readily, and propose useful
strategies for helping the patient: Others may have long-standing conflicts
an0ng one anothor and with the caregiver. In those cases, it is important to
focus on understanding the immediate problems caused by the dementia, rather

sometimes be effective when there are long-standing conflicts: Needless to
say, the counselor convening the family meeting should know about these
coriflicts in advance, and be ready to direct the family toward the caregiver's

situation.

Support Groups. Support groups are the most popular program for

caregivers, and are now available in most conmunities. These groups have many
unique benefits, including creating the opportunity for caregivers to share
information with one another and to understand their own experience better.
Furthermore, problen-solving and support take on new dimensions in a group-

13



With respect to problem-solving, caregivers offer suggestions based on their
own experiences which are often quite creative. Furthermore, some caregivers

will not try something new if proposed by a counselor, but will take another

caregivers are worried about bringing in outside help; or using serviiss such
as day care, hearing about the experience of others can overcome their
reiuctance. They also develop the sense of helping and being helped by one
another.

Although some groups admit caregivers without any prior scretning, we

generally prefer to involve the caregiver in one-to—one counseling first, both

to provide more focused attention, and to determine if they would fit in a

group. Support groups appear most useful to build upon and maintain the gains

made in one-to-one counseling and family meetings.

Another issue is the role of the leaders. We believe that leaders need
same background in understanding group process, so that therapeutic norms are
established. Important issues for leaders include confidentiality, being
non=judgmental of one another, giving everyone a chance to talk, not allowing
conversations when sameone else is talking: It is also important to respond
when a group member cries or gets upset, or is disruptive to other
participants.

R

This paper considers intsiventions with caregivers of dementia patients, which

are gesigned to lower the burden they are experiencing, thereby making home



care a viable alternative. Intervention techniques include: providing
information, teaching a problem-solving process, and support. Intervention
modalities are one-to-one counseling, family meetings and Support groups.

Although dementing illnesses can have a devastating i

Jell-timed interventions are useful for helping caregivers adapt.

)
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